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Background:  Previous studies have demonstrated the majority of congenital heart disease (CHD) patients (pts) are lost to care transitioning 
from pediatric to ACHD. This may contribute to early morbidity and mortality. A number of factors have been implicated including lack of available 
specialized care and loss of insurance. To date, no US study has specifically evaluated the knowledge base of an unbiased adolescent and young 
CHD population in pediatric cardiology (PC) care. Therefore, we sought to determine whether adolescent and young adult CHD pts are educated 
regarding their CHD diagnosis, risks, and need for follow up while in PC prior to transitioning to ACHD care and potentially lost.
Methods:  All pts > 15 yrs of age with CHD presenting to their PC for routine care between 9/08 -9/10 were surveyed. Questions included: 
biographical, adult lifestyle issues, knowledge of cardiac lesion, and need for lifelong care. Pts’ description of their cardiac lesion were measured as 
correct, or incorrect according to chart diagnosis. Pts were divided into early, mid, and late based upon the time frame surveyed, evaluating trends. 
Survey answers compared by t -test and Chi-Square analysis. Significance p < 0.05.
Results:  Over the past 25 months, 226 pts, age 15-39 (mean 20.2 ± 4.3yrs) completed the survey. The majority of pts (>50%) reported they 
received education regarding diet, exercise, and antibiotic prophylaxis. However, 51% did not know their CHD diagnosis, p < 0.001, 22% reported 
their heart disease was cured, and 33% did not know they required cardiology care as adults. Also, 81% of the women had not received information 
or discussed birth control and 76 % pregnancy risk, p < 0.001. From the early to late period, we found differences regarding knowledge of diagnosis, 
need for follow up care or education regarding birth control/pregnancy.
Conclusions:  In a survey of adolescent and young adult CHD pts in a single center PC practice, we found a significant number of pts did not know 
their diagnosis, and reported their CHD was cured and therefore did not require long-term cardiology follow-up. A national initiative focusing on 
transition education is necessary to improve the care of CHD pts.
